Information on "race" and "ethnicity" is routinely collected in medical settings and used in research. Yet little is known about how patients are assigned to categories [1] [2] [3] [4] [5] [6] or the validity of the racial/ethnic data in medical charts and clinical databases. 7 We conducted an exploratory study with 2 goals: to learn how racial/ethnic data were collected at 2 primary care clinics affiliated with Montefiore Medical Center, a large urban hospital in New York City, and to assess the accuracy of these data, with self-report as the standard.
METHODS
We first interviewed administrators and registration clerks about procedures used at the 2 clinics to assign race/ethnicity. We then conducted telephone interviews with a sample of patients from each of the 2 clinics.
Data Collection Procedures at the 2 Clinics
Clinic A, a federally funded community health center, opened in 1980. In conformity with federal requirements, the clinic collected racial/ethnic data on patients. In 1987, Montefiore implemented a computerized outpatient registration program that used 9 racial/ ethnic categories: Alaskan, American Indian, Asian, Black, Filipino, Indochinese, Pacific Islander, White, and Other. A separate ethnicity field captured data on specific immigrant populations, including the "Hispanic" population. Clinic B opened in another medically underserved community in 1994. In 1996, the 9 categories were revised systemwide. American Indian/Alaskan Native became 1 category, and Hispanic was added to the list. Even though the categories were the same at all sites, the registration screens differed. At clinic A the clerk had to type "???" to see the 9 categories. At clinic B clerks saw 6 categories on their screens and had to type "???" to access the other 3 categories.
Although clerks were encouraged to request racial/ethnic information from patients, we learned that this rarely happened. Clerks noted that many patients became angry when asked about race/ethnicity, and some did not understand the question. Patients would sit with clerks during the registration process; 1 clerk indicated that patients would occasionally correct the race/ethnicity information entered. Several clerks told us that they assigned race/ethnicity based on the patient's last name or appearance. One, who described herself as a "Black Puerto Rican," commented that she used herself as a guide when assigning individuals to categories.
Interviews
We generated a random list of patients from each clinic using the hospital's computerized registration database. Because we lacked interviewers who spoke other languages, only English-and Spanish-speaking patients were contacted to participate in the study. A medical student and a bilingual college student conducted the patient interviews from November 2000 through March 2001.
Telephone interviews were conducted with 93 patients from clinic A and 68 patients from clinic B. After obtaining informed consent, interviewers asked the following questions:
1. "How would you describe your racial or ethnic background?" (Spanish speakers were asked, in Spanish, "What is your race or ethnic group?" On the basis of the results of pretesting, the interviewer added "or nationality" when interviewees hesitated or seemed to find the question confusing.) 2. "If you had to choose between the following options to describe yourself, which one would you choose?" For this question, we used lists of categories provided by clerks at the 2 sites. We later learned that these differed somewhat from the actual choices at the clinics, e.g., the categories provided to us by clinic B clerks were limited to the 6 options visible on the initial screen.
The interviewers also asked respondents whether they would prefer the option of choosing "more than 1 racial or ethnic category."
RESULTS
We found that many respondents had trouble identifying with the concepts of race and ethnicity as understood by health researchers, many respondents described themselves in ways that were inconsistent with the categories included in the registration database, and many respondents were assigned Includes 1 respondent who self-identified as "Spanish" on the open-ended question and as "Hispanic" on the forced-choice question; we thus considered the term "Spanish" to be a synonym for "Hispanic."
categorizations in the database that were inconsistent with their self-reported identities (Tables 1 and 2) . Characterizations in the database were inconsistent with forced choices for 27 of 81 respondents at clinic A (33%) and 13 of 59 respondents at clinic B (22%; κ value 0.5 at both sites after exclusion of patients with missing data and patients who gave responses that were not in the registration database).
Comments in response to the forced-choice question included: "What does it matter?" "We are all the same." "I am not a racist." Several respondents declined to select a specific race/ethnicity from the choices offered.
Seventeen percent (16 of 93) at clinic A and 37% (25 of 68) at clinic B said they preferred the option of choosing multiple races.
DISCUSSION
This small-scale, exploratory study found that 33% of 81 respondents in one setting and 22% of 59 respondents in another setting saw themselves differently from the way they were categorized in a clinical database. The database categories failed to capture the full range of ways in which people self-identified (e.g., many respondents identified with a national origin instead of a race or ethnicity). A quarter of respondents indicated a preference for being allowed to identify multiple races/ethnicities.
It might be argued that our results simply reflect sloppy clerical work in 1 health care system, yet we suspect that this is not the case. Administrators, motivated in part by a federal requirement to collect racial/ethnic data and in part by a desire to better characterize the patient population, made a complex set of decisions regarding the collection of racial/ethnic data. The result was a system that was not uniform and that lacked clear guidelines, which may be typical for racial/ ethnic data collection systems.
What are the implications of these findings? First, data collection processes must be continuously validated. Second, these findings reinforce suggestions that a third party should not determine an individual's race/ ethnicity, be it registration clerk, clinician, or researcher. [8] [9] [10] Finally, decisions about how to conceptualize racial/ethnic categories Note: Boldface indicates discordance between self-identification and registration data.
carry with them important implications for health practitioners and researchers. The commonly used racial/ethnic categories are at best approximations of broad and overlapping groups defined by society according to shifting criteria. Given the central role of race/ethnicity in health disparities, it is important to ensure that the data used to study these disparities represent as accurately as possible the populations in question.
